Introduction
Reviewing a novel about World War I, DJ Taylor (2007) notes the author's particular expertise in describing 'extreme physical trauma and the psychological damage that such trauma provokes.' In sessions with patients, this phrase lingered in the air: extreme physical trauma, the psychological damage it provokes, and the expert description of that. 3 This paper draws on trauma theory to try and understand the difficulties encountered setting up a psychotherapy service for adults with EB; it incorporates ideas on the psychological functions of the skin; and includes composite case material to illustrate the themes presented. Some of that material takes the form of literary quotation offered by patients to make themselves better understood -the expert description.
Trauma
Usually, when we talk about physical trauma, of whatever degree, we refer to something that comes upon a person from outside, something they fall victim to -like war, for example. There has been a continuous experience of what we might call 'normality', and suddenly it is interrupted, by an accident, an attack, or an act of God.
There is a before and an after. To reconnect to life, the psychological task involves adaptation: mourning the loss of the previous life, if it cannot be resumed; accommodating the event and going on. Recovering. Now consider inherited EB. It is not like that. There is no Trauma Treatment Protocol, as we might have for Post Traumatic Stress Disorder. There is no post-trauma. Instead the essence of EB is trauma, in the purest physical sense -skin fragility means damage at contact, even spontaneous damage. More than that, it is a trauma that has been there from the start of conscious life (birth), in fact from the earliest pre-conscious origins of that human being (from conception). It is an ongoing neurobiological trauma, from the inside, embedded in the DNA, for which, so far, we have no cure. It ends only with death.
What is the nature of the psychological damage caused by this kind of trauma? And one so highly visible. One of our nurses was shocked by the reactions of passers-by 4 to her patient, whom I will call Peter, when they went out. People said things like:
'That shouldn't be let out, it should be kept indoors.' They could not bear what was evoked in them by the sight of someone with severe EB. Their coping strategy was to objectify Peter, dehumanise him into 'it' in order to put distance between themselves and appalling suffering. Peter's coping mechanism was different, but equally radical:
'it goes over my head', he said. 'I don't notice it.' In response to his nurse's shock he offered words of comfort: 'You don't understand -I've always lived with this, this is normal life.' This, it seems to me, is the tension we are caught in, working with EB.
What is experienced as 'normal' by the patient is regarded by the majority population as horrific. It is not that Peter professes a false norm because to him this is the truth.
Nor has he 'normalised' his condition, by coming to terms with it in order to live within its limits as best he can. This would represent an integration of the EB into a greater whole, implying a wider self-image, which we might regard as healthy -and which some EB patients certainly seem to manage. Rather, this patient has dissociated from the social reality he inhabits so that it 'goes over his head' -always a risk in wheelchair users. He has also, apparently, 'split off' from conscious awareness of his emotional response to rejection. Both these defence mechanisms, dissociation and splitting off, are classic trauma responses. I imagine that the shame of being viewed as a disgusting object caused Peter to play his part in the violence being done to possible links between self and other. A gap is maintained by both parties, preservative but also deadening.
It seems likely that this kind of experience of chronic trauma from conception shapes and misshapes people, bending their entire being. How could it not, if we take the holistic view that body, mind, feelings and spirit form one whole? 5 Lindemann (1944) defines a psychological trauma as 'a sudden, uncontrollable disruption of the affiliative bonds' with all that this implies in terms of disordered attachments and violent feelings (De Zulueta 1993) . The genetic trauma that is EB differs in terms of its ongoing rather than unique location in time, but it may perform an equal though different kind of violence within the developmental process.
Children, although resilient, suffer from psychological trauma much as adults do, with the additional complication that it happens during emotional, intellectual and physical development.
With developments in brain scan technology we know that psychological trauma -of all types -causes damage in the mind that we can see. As far as we know there have been no studies of MRI brain scanning performed on the EB population with this in mind. Skin and psyche (mind) are closely associated because the skin derives from the same embryological layer as the cortex and the central nervous system. Given this, it may be useful to consider the psychological functions of the skin when thinking about the traumatic impact of EB.
The psychological functions of the skin
The importance of skin as a systemic regulator is clear when we consider that between one third to over three quarters of patients may have significant psychological components to their dermatological conditions (Koo 1989 The title of this paper is 'Contact at the borderline' since it is this broken line that I have come to believe we must walk more consciously with EB patients than with most. Because their physiological boundary is so badly breached by forces beyond their control, it is not surprising if EB patients struggle with interpersonal boundaries.
In family life, this may be manifest in enmeshed relationships with carers; in therapy, it shows up as difficulties with engaging, attendance and time-keeping, among other things.
Skin patients may also display a tendency to get under our skin, psychologically, when we come into close contact. In therapy, the patient will often make use of the therapist as an object, unconsciously replaying old conflicts in the hope of a better outcome. We call these dynamic interpersonal processes projection and projective identification -that is, putting disowned parts of oneself onto, or even into, another person, as a form of communication. It happens a lot with the more difficult, denied emotions -anger, or grief, for example. We all do it, because we are permeable, we are not self-contained islands, but people whose actual skin is poorly may do it even more helplessly, more unconsciously, more directly, than the rest of us. In EB perhaps the key question for professionals is: how can we remain open to the intense trauma that re-presents the patient's early experience, without becoming so traumatised ourselves that we fall ill, or otherwise become damaged, and useless to the patient? How do we bear the unbearable in our experience of being with the patient so that the relationship can be sustained? 7 Skin, touch and human development Freud (1923) said that we begin as a body ego: that is, what we tend to call our ego starts life as a mental projection of our physical self. Didier Anzieu (1989) has gone on to think specifically about a 'skin ego'. A large body of literature investigates skin disorders as they affect child development, the parent-child relationship and family dynamics. Body psychotherapists, backed up by neuroscience, believe skilful, attuned touch to be one of the most highly developed instruments of human communication and healing, playing a major role in emotional and physiological regulation of the infant and child ).
The research (Montagu 1986) shows that certain kinds of cutaneous stimulation are necessary for the healthy development of mammals, including us. Lack of stroking, snuggling, petting and grooming, especially in the immediate post-partum period, has serious physical and behavioural effects. Missing out on touch can lead to raised neuromuscular tension, heightened anxiety and irritability, greater inclination towards fear, a tendency for the sustaining bodily systems not to function too well, and reduced life expectancy. Tactile experience is an essential food for the cortex, stimulating its growth (Carroll 2001) .
Crucial early development is mediated by touch. The baby assures itself that all is well with the world largely through the messages it receives from its skin. Montagu 
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From the first day, a mother's beliefs about, and attitude to, her child's condition will affect both parties as they adjust to and manage it. Apart from rare cases of spontaneously arising EB acquisita, EB is inherited genetically, thus many parents are guilt-stricken at the legacy they have passed down. They are implicated in the child's suffering, and this can complicate the usual maturational processes of separation and individuation. Children sometimes exploit parental guilt. A further level of complexity enters the picture for those EB patients who are medically unable to live independent lives and will remain physically and financially dependent on their parents, families or the state for life. Donald Winnicott, paediatrician turned psychoanalyst, suggested (1956) that mother only need be 'good enough', not perfect . But a mother who cannot convey her love to her baby in the most natural manner -by stroking -for fear of damaging it, a mother who has inadvertently 'caused' this affliction through her genetic legacy -can she feel 'good enough', at all? Can the child forgive her the harm done? It is not easy, for those patients who wrestle with these things as adults. Some of them take decisions not to have children of their own, to avoid the risk of passing EB on down the line. They say, in effect: it stops with me. These kind of patients, in therapy and in their relationships with professionals representing caring institutions (ie. substitute parent figures), may be more likely than most to demand what they never had: the missing, mythical 'perfect' mother. Then woe betide us if we fall short: then we may face tantrums, enactments or passive aggression. It may help to bear in mind that we are not, in these moments, dealing with an adult, but a very hurt child part of the patient, still very much alive and active.
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The psychological ramifications of these kinds of skin conditions, then, are farreaching. A useful image to keep in mind may be that of the skin as a kind of 'container'. With EB, this skin container has gone wrong. In many senses, these patients feel untouchable: like the Dalit caste in India, the Untouchables, they are outcasts, not just socially, but cast out from things that the more fortunate majority population takes for granted. Like simple physical contact. What does that do to a person's evolving sense of self? How do they hold themselves together, literally and figuratively? And how do they separate from those they depend on to tend their broken skins -usually Mum, but also us?
There is a general embryological law which states that the earlier a function develops, the more likely it is to be fundamental -the functional capacities of the skin are some of the most basic of the organism, necessary for survival. When the skin cannot fulfil its enveloping function, the need for containment does not subside. It seeks another provider. In other words, EB patients may need and seek emotional containment more than people with intact skins. They do not have a skin that works: we may find ourselves invited to become their 'second skin', a kind of emotional dressing. (There is a wound dressing actually called Second Skin). One can understand their need for a container that does not break, blister or go wrong. That does not mean we have to become it; but it may help us understand some of the dynamics arising.
In the film documentary The Boy Whose Skin Fell Off (Kennedy and Collerton 2004) , about a man with recessive dystrophic EB, there is a striking early sequence where Jonny Kennedy is planning his funeral. He takes great care designing his coffin, as if 13 it were one last, good container, a skin that he can control and build intact, to see him out with dignity.
The hothouse flower
How do we understand what it is really like to have EB -and how it might impact a person's decision whether to take up therapy? One answer comes from an expert witness whom I will call Emma. She is a bright, personable young woman. She has severe recessive dystrophic EB with the usual disfiguring disabilities. To describe her experience of EB she referred me to a passage from Huysmans 19 th century cult novel, Against Nature.
The narrator is tired of artificial flowers mimicking real ones, and wants some natural flowers that will look like fakes. He orders hothouse flowers: This is a powerful set of images. Emma, in tears, said this was the best description she knew of EB and of the process of having dressings applied. She feels like these ravaged hothouse flowers. This is someone with an unusual degree of psychological awareness and maturity, more than many young women without EB might have. Here, illness has resulted in a wisdom beyond her years -not entirely a good thing, but helpful as a coping method and very helpful for our therapeutic purposes. With a prior positive experience of therapy and the capacity to think symbolically as well as literally, she is a 'good' patient -punctual, responsive, imaginative, grateful. The therapy feels creative and the timing has worked -she has a need to make meaningful contact with someone now. This contrasts with the more usual response I met on initially promoting my service to patients. We could summarise it as something like: 'if you can't cure me, eff off.' Guarded, suspicious, sometimes sullen or contemptuous. These patients seemed out of touch with their need for significant human contact, perhaps having had that need failed in the past. Few things are more painful than to reach out and not be met, as Redon's Cactus Man (Fig. 1) , with his walled off, defended look, seems to convey.
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Thoughts on patient resistance to psychoanalytic psychotherapy
Assessing several prospective candidates for therapy these themes emerged: a reluctance to entertain hope and risk disappointment ('I know I need help, but I don't think anyone can help me'); a preference for immediate, concrete, external action (like better dressings) over the slow, immaterial, internal work of therapy; and a desire for the inappropriate known quantity (advocacy with statutory authorities) rather than an unknown therapeutic relationship. Even with Emma, reaching her initial appointment was a complex, protracted business -many cancellations, miscommunications, reschedulings. Once she arrived, a rapport was reasonably easily established, and yet, although she presented as someone wearing her emotions close to the surface, I noticed a certain distance maintained between us by her. Here, as with the dozen or so others who have got as far as actual therapeutic engagement, the maximum tolerable frequency of sessions has so far proved to be fortnightly, sometimes monthly -frustrating and much harder work than the more usual higher frequencies. In these hesitant gyrations around the therapeutic encounter, in the need to control the approach to and the distance between self and another mind, we may notice the signs of ambivalent and avoidant attachment patterns (attachment theory being a framework used to describe affectionate relations between humans). Perhaps this makes sense in light of earlier points on the importance of skin in mother-child bonding.
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Therapy as 'second skin'
Why might analytic work seem particularly frightening to this patient group?
Crudely characterised, we could say that a successful psychoanalytic psychotherapy traditionally has three parts. First, an easing out of socially validated 'independence' into a regressive but necessary state of dependence on the therapist. If things go well, this may allow a second phase where the unresolved conflicts of infancy, childhood and adolescence are re-experienced within the relationship and worked through with the therapist more successfully than the patient has hitherto managed. A final stage might be the gradual return from this preoccupation with the internal life to a fuller participation in the external realities of love and work generally thought to be signifiers of health. It is an intensive, painstaking endeavour and takes time, often at high frequency over several years. Latterly, clinicians have adapted the model to take account of the realities of modern public healthcare in the UK, with its focus on providing limited benefit using cost-efficient methods. Brief psychoanalytic psychotherapy now exists: whether this is treatment of choice or making a virtue of necessity is still up for debate (Mander 1995) . Either way, brief or long, high or low intensity, perhaps it becomes clearer now why some EB patients may instinctively fight shy of psychoanalytic work: they have spent a lifetime building up defences against touch because it is painful, or against its absence (even more painful), and then someone comes along saying: 'Let's make contact, let's be in touch with each other.' 'You must be joking!' is a reasonable response. and difficult travel arrangements mean something new has to be seen as adding real value to be worth making the effort -I was an unknown quantity. The shape of the psychotherapeutic frame -constancy of time, place and frequency of sessions -is alien to patients used to the more chaotic environment obtaining in medical outpatient settings, where cancellation from both parties has become routine. On our side there 19 were, too, the usual start-up problems and 'sick system' errors -a sometimes malfunctioning, ponderous bureaucracy to be penetrated before the patient could access therapy. These combined factors regularly defeat the able-bodied and must be even more daunting for the disabled -add in the unconscious fears particular to EB outlined above and you have a patient group that is difficult to access psychologically.
This may be partly why meaningful research on the psycho-socio-relational aspects of inherited EB is thin on the ground. One study (Andreoli et al 2002) of 20 patients with simplex, junctional and dystrophic EB, aged between 7 and 52, concludes:
The majority … show an intellectual development above the norm, an adequate scholastic and work achievement, a normal affective maturity, a developmental and social adaptation consistent with their chronological age, and the absence of structured psychopathological disturbances. It also appears clear that these patients are able to accept their disease in a positive manner and to confront the consequences with an aware commitment. They display adequate levels in all areas of personal development as well as of social integration and affirmation, often definitely above the norm.
If this is so, it would seem there is no problem. Yet the consequences of severe EB include: extreme disfigurement (a stunted body, its raw skin blistering off and, when infected, smelling foul), high levels of disability and pain; significant developmental delay or arrest, impaired mother-child bonding, reduced possibilities of occupational affirmation, unlived lives and premature death. The psychosocial and psychosexual consequences of these things are large, for the individual. Impact on the family system is high, as a line is walked between normative consensual reality and what some patients call 'the world of EB' (just as cancer patients refer to 'Cancerland').
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My observations differ from the study findings above. This may be due to methodological difference: clinical psychology tends to favour psychodiagnostic testing, as in the study, whereas I would emphasise psychological defence mechanisms, some of which I have touched on. We see what we look for. It is perfectly possible to score as high-functioning in one or more life dimension while remaining bound within a highly encapsulated, wounded personality structure -the principle of compensation. We tend to think of the role of the psychoanalytic psychotherapist being that of participant-observer. This means partly that, in any psychotherapy, the patient's particular ways of relating to others and causing others to respond will be enacted time and again with the therapist (Welldon and van Velsen 1997). For example, a man who found his mother unreachable in infancy may repeat the experience with his female or male therapist, inducing neglectful behaviour in them. We also take account of what it feels like to be in the room with each patient.
Other professions may not be trained to acknowledge and heed their own emotional reactions before attending to the patient, yet the range of felt responses to spending time with EB patients is wide and strong. An informal survey among colleagues uncovers: compassion, revulsion, admiration, relief it is not one's own family, an irrational fear of contagion (a common response to skin diseases), impotence, frustration at not being able to cure, hopelessness, and more. • severity -how bad is the EB
• the individual's personal history
• the larger meaning the trauma represents for the individual, if any (Emma feels she has a mission to teach professionals so future patients suffer less)
• their coping skills, values and beliefs
• the reactions and support from family, friends, and/or professionals 'Physical and emotional torture' is one patient's description of living in an EB family.
So much hospital care of EB patients can be an attempt to palliate the unbearable, to make it a tiny bit better for them, better for us. Without thought, this can become a kind of manic defence. Sometimes, perhaps, we have to stop, and look the horror in the face -face up to the patient's sense of being ugly, untouchable, unlovable. Face up to Cactus Man (Fig. 1) .
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I have mentioned the critical importance of mother-infant bonding in fostering a sense of being lovable, and how EB may impinge on that process. I want finally to consider Emma's use of books in this light. Literature serves a vital purpose in her internal world, functioning both as necessary escape from, and creative adaptation to, her condition. It is a way to feel, and be, connected to other lives. She seemed to draw particular comfort from the passage quoted, as if she had imbibed its imagery, allowed it to infuse her psyche. As she said, that description of hothouse flowers was written by someone who had probably never seen EB, but with whose sensibility she could feel an affinity, a link. Linking, according to the analyst Wilfred Bion, is profoundly erotic, that is, life-affirming, where so much in EB seems to reflect what
Freud called the death drive -those forces within the organism that tend towards its dissolution. Bion felt that associating ideas, binding them together, is at the heart of thinking, of living and so of psychotherapy. Emma discovers an author, a man, who could find beauty in something leprous. She said she had never been able to regard herself as beautiful, until she read this. And, perhaps, feeling a sense of kinship with a mind that could be fascinated by the monstrous, that could appreciate this kind of damaged beauty, she could imagine, for the first time, a man who could love her, love her marred body, with its torturing blisters even on her eyeballs.
Key points
The psychological ramifications of EB are far-reaching: the psychosocial legacy of genetic trauma in EB needs further study.
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It is less the traumatic event, than the experience of it, that determines traumatic aftermath.
The mother's ability to digest and adapt to the birth of a child with EB has implications for that child's capacity to thrive.
The unusually comprehensive plight of EB patients requires maximal training and supervisory support among the professionals involved in their care.
Creative adaptation of some traditional psychotherapy boundaries may be needed in order to engage EB patients.
